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Executive Summary

Persistent pain is challenging to live with and traditional treatments such as painkillers often offer
limited benefit. To help people understand why pain doesn’t always go away, there is a need for
clear, culturally informed and emotionally supportive information. Yet many people, especially
those with lower health literacy, language barriers, complex social circumstances, or from some
cultural groups struggle to access information about pain. To address this, the Rethinking Pain
service developed a community-based model of pain education through weekly “Understanding
Pain” workshops where information about pain is delivered in familiar community settings or
online. The aim was to make pain education more inclusive and accessible while remaining
grounded in contemporary pain science.

Leeds Beckett University evaluated the workshops by speaking to attendees. Participants
described the sessions as clear, respectful and relatable, and appreciated facilitators who
understood their communities and created a safe space to share. The evaluation shows that
pain education can be both scientific and accessible when healthcare teams and community
groups work together, helping broaden access to meaningful pain information.

Why this work matters

Persistent pain affects people across all demographic groups, but its impact is greatest in
communities facing socioeconomic disadvantage and limited access to healthcare. These
pressures lead to poorer outcomes and a higher level of unmet need. National priorities aimed at
reducing health inequalities emphasise the importance of support that is culturally informed, easy
to understand and delivered closer to people’s everyday lives.

Many people describe feeling dismissed, misunderstood or overwhelmed when seeking help for
persistent pain. The Understanding Pain workshops address this by combining clinical expertise
with local community insight to reshape pain education so it feels relevant, empowering and
easier to engage with.

How the Rethinking Pain service developed Pain Education

The Understanding Pain workshops are delivered weekly in Comminyd 9@ 9

community centres, faith settings, libraries and other /\'ﬁ ﬁﬂ
familiar local spaces, alongside an online option. Sessions ﬂ

last one to two hours and mix education with conversation, /ﬁ
reflection and activities. People can attend once or return

several times. Clinically grounded

The workshops were designed jointly by NHS clinicians (bringing content aligned with
evidence-based pain understanding) and VCSE partners (bringing cultural insight, relational skills,
reach and community trust). Table 1 shows how the Rethinking Pain Service worked to make pain
education more accessible.



People with lived experience were consulted to ensure the content reflects real-world needs and
experiences. This integration created a model that is both clinically grounded and community-led.

Table 1 Workshop content covers five themes

1. Pain concepts: Introduces foundational ideas about pain,
including chronic pain mechanisms and how the body

responds &
L .

2. Exploring personal experiences: Encourages reflection
and sharing of lived experiences in a safe, supportive group

setting &

3. Pain management options: Covers evidence-informed
strategies highlighting how a range of holistic approaches
can help chronic pain, within a biopsychosocial framework &

4. Practical tools & techniques: Includes hands-on
activities and creative exercises.

5. Support & Inspiration: Offers peer support, community N
signposting, and stories of resilience to foster hope and

connection.

How we gathered information

We interviewed 22 people living with persistent pain who attended one or more Understanding
Pain workshops. Participants reflected a range of experiences, ages and backgrounds. Interviews
were conducted in English, Urdu, Punjabi and Pothwari, depending on participant preference, and

were held either in person or online.

These conversations explored:

» How people engaged with the workshops (for example, whether they spoke, listened or

observed)
e How understood and responded to the content (including how it made sense to them, how

they felt about it, and whether it ‘fit’ with their own experiences)
» How people felt about the setting and group environment (including how they felt about the

facilitators, the group and the physical space)
e What people took away from the sessions and how easily they could use the information

(including whether they could apply it in their everyday lives)



Key findings
Understanding doesn’t always happen straight away - people may need time to adjust

Finding

Many people found the workshops helped them understand pain in new ways, but this didn't
always happen straight away. Some people needed time to adjust to new ideas, and for others, the
information didn’t connect with their expectations.

What this means (learning)

Pain education doesn’t have to be immediately accepted to be useful.
» Services should expect that some people will feel unsure or resistant at first
e Time to reflect, revisit, and build understanding is important
» Reinforcing key ideas over time may be more effective than one-off sessions

Setting matters - but it doesn’t work the same for everyone

Finding

Community-based settings and group delivery helped many people feel comfortable, but this
depended on the environment and individual preferences. Some people valued local, familiar
venues, while others experienced barriers such as travel, comfort, or layout and preferred to join
online.

What this means (learning)

Where and how sessions are delivered can either support or limit engagement.
o Familiar, trusted settings can make it easier for people to attend and feel at ease
» Physical comfort, accessibility, and location are just as important as content
e One setting will not work for everyone

Understanding something doesn’t mean people can use it

Finding

Clear language, relatable examples, and culturally sensitive delivery helped many people
understand the content, but understanding didn’t always mean it was easy to use. Some people
found it difficult to apply ideas in real life due to pain, fatigue, or daily demands of life.

What this means (learning)

Good information is not enough, people also need support to make it work in their lives.
e Advice needs to be realistic and adaptable
e People may need help translating ideas into something they can actually do
 Barriers such as pain levels, energy, and responsibilities need to be recognised



People don't all participate in the same way - and that’'s OK

Finding

Sharing experiences with others was important for many people, but people engaged in different
ways. Some spoke openly, while others preferred to listen, observe or take part quietly. Even those
who did not actively contribute still described benefiting from hearing others’ experiences and

being part of the group.

What this means (learning)

Engagement doesn’t always look the same, and it doesn’t have to.

e Quiet participants may still be fully engaged
» Not everyone feels comfortable speaking in groups
« Different ways of taking part should be supported

How people engaged with the workshops

people... it helped talking... about
\ what | do.” )

(" “lquiteoften...inagroupof ) [~ “When someone's ateaseand Y [ "It was just good to be with other )
people... I'll take a back seat and I'll e .
listen... but | really felt like | could ‘they're just Iettmglyou t:fllk,” people... and see what ?ther
\_ join in.” JAN listening to you... it's easier. JAN people have to say. )
(4 was speaking to different N\/(. (

"Everyone in the group will listen to
you... they hear you”

\. J

"People were allowed to talk about
their pain, what it meant to them.”

J

(" Different people could have )
different thoughts... and give

\_ different views.” )

( “They listen to everybody, )
answered everybody’s questions,

\_ gave everybody time.” )

(" "l went with a very open mind... )
just interesting to see what other

\_ people have to say.” )

(" “You don't realise how many other )
people are undergoing constant

1 1 1 n
\ pain until you're there. )

é )

“You can see they're listening... it's
easier to talk.”

\. J

"They talk to you normally... it
makes it easier to talk.”

\. J

(

“You're just talking with people... different thoughts, different minds."”

)

How people responded to and made sense of content

axs quite difficult... to not have a N
definite answer... and accept that |
might not get one particular

\_ diagnosis.” )

“We're hoping that we're going to find
an answer... but it's not going to sort
you out just being on medication.”

\. J

{ Did | really learn about pain... I'm not \
sure, you know, most of it | quite
understand anyway... but it was a

\_ refresher.” )

(" was pleasantly surprised... )
alternative ways of looking at your
\_ pain... that's really important.” )

(" " learned that there isn't a quickN
fix... it's about what am | in control

\ of.” y

(" "We don't really know what we h
don’t know about pain... we are still
\ struggling to understand it.” )

“I knew | wasn't going to come away
without any pain... | just wanted to see

what they had to say.”
\. J

N
“You think there's going to be a

quick fix... but there isn't.”
J

(" It was a different way of thinking )
about it... I've probably had some of
those thoughts before, but not like

\_ that.” )




/" "t kind of made sense... itwas )
something | hadn’t really thought

\_ of in that way before.” y

“I haven't heard it explained like
that professionally anywhere.”

\. J

"It was a bit emotional in places...
like, yeah, this is me.”

\. J

(it helps you to understand what's

“It's not new new, but it kind of

“I knew some of it already... but it

already thought, but explained it

\_ better.” )

gemgen... rather than just thinking brings it together.” made me think about it differently.”
\_ something'’s wrong.” Yy AN
" "It sort of confirmed things | Y [ "Youstarttothinkaboutitina Y [ "It was a reminder more than )

different way... not just focusing

\_ on the pain.” )

anything... but still helpful to

\_ hear.” )

How easily people could use the information in real life

7

" started to swim more... I'm )
benefitting from it... I'm doing some

“I've started doing little walks... at

“The power of tiny gains... you just do a

what | knew to the front.”

\. J

. ; . little bit... I've never thought like that
exercise without putting pressure on my own pace." before "
\_ my knees.” J U J U ) )
(" Just clean one drawer... I've never ) [ “It was about taking control... whatY [, . N
. . "I started to think about what | can
thought like that... that was really can you do... what are you going to "
eful.” do about it." do personally
\. asen” J \\ : J \\
1|41 ! H ( \
It's about what I'm in control of.and "It helped your mindset... | can “ive taken some action. . it was a
what changes | can make that might - -
. " menta”y prepare myself_” reminder of what | can do about it.
make a difference.
\. J \. J
N [ “If 1 go out and do something, | )
“It's more informed me... it brought "I found it difficult to use ... even 9 9

going for a walk is hard.”

can't do anything the next day...

\_ I've just got no energy. )

“You have to plan everything...

\.

how are you going
to manage that pain while you're out?”

)

“Not everything works for everyone...
people manage pain in different ways.”

different

J

Take-home recommendations

Understanding pain is important, but using that knowledge is the real challenge

* Many people understood and related to the information.
» But putting ideas into practice was often difficult due to pain, fatigue, and daily pressures.
» Knowledge alone is not enough. People may need support to adapt and apply what they've
learned in ways that work for them.
» Health coaches can play an important role in helping people turn understanding into practical,

manageable changes.




Learning can take time and may feel uncomfortable at first

» New ideas about pain didn't always make sense straight away.

e Some people needed time to adjust or rethink their expectations.

 Build in opportunities to revisit information and provide support over time, rather than
expecting immediate “buy-in".

People don't all engage in the same way - and that's OK

» Some people spoke openly, while others preferred to listen or observe.

e Even those who did not actively contribute still reported benefiting.

o Create flexible spaces where people can engage in ways that feel comfortable for them, rather
than expecting everyone to participate in the same way.

Where and how sessions are delivered matters

o Familiar, local settings helped many people feel comfortable attending.

» But practical issues like travel, seating, comfort, and layout could affect engagement.

o Pay close attention to the physical environment, and consider offering different types of
sessions (for example, in-person and online) where possible.

o Clear language, relatable examples, and culturally sensitive delivery helped people
understand the content.

o Think about accessibility as something people experience, not just something that is designed
in advance.

Overall Reflections & Conclusions

The findings show that making pain education accessible is not just about giving people
information in a clear and supportive way. It's also about what people are able to do with that
information in their everyday lives.

Many people found the workshops easy to engage with and were able to understand the ideas
being shared. However, the data suggest that putting those ideas into practice is often the most
challenging part. Pain, fatigue, and everyday responsibilities can make it difficult to apply what
has been learned, even when it makes sense and feels relevant.

This highlights that understanding (pain) on its own is not enough. People may need ongoing
support to turn knowledge into meaningful, realistic changes in their daily lives.

Health coaches can play an important role here. By working one-to-one with individuals, they can
help people adapt ideas to suit their own circumstances, build confidence, and find small,
manageable steps that work for them.




Overall Reflections & Conclusions

Construct of accessibility

Linguistics i.e., what words and language are being
used

Focus

Can people understand what is being said or taught?
Has reading level or language background being
considered?

Example

The Understanding Pain workshops have materials
using plain language. Key resources are translated into
multiple languages common in Bradford’s diverse
communities.

Cognitive i.e., how people think, learn and understand
things

Is the information easy to follow for people with
different memory, attention, or learning styles?

The Understanding Pain workshops break down
complex concepts into short, manageable segments,
use clear visuals, and incorporate varied interactive
activities.

Social i.e., how people connect with others, including
opportunities for support and shared experiences

What opportunities for peer support and social
connection can be integrated into education?

Group sessions at Understanding Pain include
facilitated peer discussions and social time, allowing
participants to share experiences and build supportive
networks.

Logistics i.e., the practical things that help people
take part like time, transport and technology

What flexible formats and delivery methods can be
used to accommodate different access needs, such as
location, technology, cost, and timing?

Understanding Pain is offered in-person at workshops
in different local community & faith centres. Online
sessions are scheduled at varied times to offer
flexibility for people with varying schedules and
transport options.

Emotional i.e., how to make people feel safe,
supported and understood

Is Understanding Pain a safe, non-judgemental space
where people feel they can share how they feel about
their pain?

Facilitators create ground rules emphasising respect
and encourage people to share openly without fear of
judgement.

Cultural i.e., peoples’ beliefs, backgrounds and
traditions

Is education reflecting peoples’ diverse backgrounds
and different ways of living and thinking and talking
about pain?

Understanding Pain partnered with a local culturally
informed grass roots organisation (Happy, Healthy,
You) to co-create materials and to co-deliver
Understanding Pain with a trusted partner who has
trust, relevance and reach into local communities.

Structural i.e., the environment and systems that
support access

What trusted community settings and partnerships
can be used to ensure the workshops are accessible
and welcoming?

Understanding Pain is delivered in partnership with
local mosques, community centres, and voluntary
organisations to host sessions in places familiar and
trusted by the community.
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